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ABSTRACT 



This final report discusses the activities and outcomes of a 
federally funded project designed to address the safe and legal 
implementation of the Individuals with Disabilities Education Act for young 
children who required invasive health care procedures. To accomplish the 
project objectives three annual, interdisciplinary conferences were held to 
explore the issues and present strategies for collaboration. Five domains for 
action were identified: the central role and needs of the children and 
family; the legal status of delegation in state practice acts; risk 
management; resource availability; and the changing fiscal climate. 
Recommendations for influencing systems that design and implement policy and 
practice on behalf of children with invasive health care needs include: (1) 

definition of goals and objectives; (2) identification of players; (3) 
establishment of coalitions; (4) engagement of all concerned parties; 

(5) consensus on the goals; (6) assessment of the full range of solutions; (7) 
addressing resistance to solutions; (8) prioritizing solutions; (9) 
definition of the framework for accomplishing the task; (10) careful use of 
contacts with legislators to be enlisted in the cause; and (11) periodic 
re-evaluation and modification. Appendices include the results of a national 
nurse practice acts survey, program brochures and follow-up evaluations . (CR) 
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Executive Summary 



The project on Developing Policy and Practice to Implement the Individuals with Disabilities 
Education Act (IDEA) related to Invasive Procedures for Young Children (Policy and Practice 
Project) was operated by the First Start Program, School of Nursing, University of Colorado 
Health Sciences Center, 1993-1996. The Project's objectives were to address issues of 
awareness, liability, and the need for training and information dissemination to assist 
compliance with federal mandates for inclusion, while confronting the discrepancy between the 
children's increasingly complex health care needs and declining resources to meet those needs. 

Problem 

Although federal policies mandate state movement toward inclusion of people with disabilities,' 
realization of the mandate must be accomplished on the state and local levels, requiring the 
development of context appropriate policies and practices. As invasive health care procedures 
(e.g., clean intermittent catheterization, g-tube feeding, oxygen therapy, tracheostomy 
suctioning, and medication administration) are generally regarded as nursing tasks, a major 
contextual variable is the legality of delegating nursing tasks to unlicensed individuals, as 
determined in state practice acts, rules, and regulations (especially nurse practice acts). Thus, 
child care agencies and schools may have to choose between compliance with federal mandates 
and compliance with state laws. Even when delegation is allowed, the care of children who 
require invasive procedures is fraught with risk for the safety and wellbeing of the child, as 
well with the potential for liability of the agency or school and individuals delegating and 
performing the procedures. 



Methods and Outcomes 

To accomplish the project objectives three annual, interdisciplinary conferences were held to 
explore the issues and present strategies for collaboration, adopting a process orientation to 
assisting state and local solutions. Five domains for action and recommended strategies were 
identified: 

1. The central role and needs of the child and family, requiring: 

a. family-focused and family-directed service delivery models; 

b. multidisciplinary service provision in natural settings; 

c. age- and developmentally-appropriate practices in school settings; 

d. discernment of support strategies that individual families perceive as helpful. 

2. The legal status of delegation in state practice acts, requiring: 

' a . up-to-date information on state practice acts, rules and regulations to determine 
the permissibility of and limitations imposed upon delegation of invasive health 
care procedures to unlicensed, assistive personnel; 



b. amendment of the practice acts that prohibit delegation if adequate nursing 
resources are not available; 

c. laws that will accommodate the rapid pace of technological advances and serve 
the children, families and practitioners; 

d. sharing of information on the legal status of delegation to alert the public, 
parents, administrators, professionals in diverse disciplines, and 
paraprofessionals to encourage dialogue toward the assurance of safe and legal 
care. 

Risk management, requiring: 

a. proactive policies defining parameters for inclusion and exclusion; 

b. delegation protocols in compliance with state medical and nurse practice acts 
and regulations that are suited to the context (state and local variables). 

c. guidelines for standards of care for the specific procedures to be accommodated 
that are compatible with the context of application; 

d. assessment and methods for addressing training needs for professionals and 
unlicensed individuals who may perform invasive procedures; 

e. explicit procedures and timeframes for supervision and monitoring, both for the 
individual delegate, and for the overall system (adherence to and outcomes of 
policy, standards, training and supervision) to evaluate the success of the system 
in serving the goals of safe and legal inclusion. 

g. judicious use of delegation only when circumstances indicate that delegation of 
an invasive procedure to an unlicensed person will not jeopardize the health and 
safety of the child. 

Resource availability, requiring: 

a. research to identify useful existing resources; 

b. adaptation of models to address unique state and local variables (political 
climate, interdisciplinary relationships, practice acts, funding mechanisms, and 
so on); 

c. development of state and interstate formal and informal networks of colleagues 
for information and resource exchange; 

d. creative interdisciplinary and interagency solutions. 

Changing fiscal climate: block granting of Medicaid and consolidation of the health 

care provider-payer markets, requiring: 

a. establishment of relationships with the policy makers for state block grant 
Medicaid programs; 

b. maintenance of a presence with policy makers even after initial policies are 
determined to influence program modifications; 



c. advocacy for retention of Medicaid eligibility for children below the poverty 
line for developmentally-appropriate services so long as medically justified; 

d. maintenance and sharing of up-to-date knowledge as to philosophies, structures, 
and consequences of the health care payer-provider systems (educate policy 
makers and consumers); 

e. awareness of interrelatedness of human service systems and resulting ripple 
effects of change. 

f. organizing or joining with other child advocates to ensure that the needs of 
children who require invasive procedures are appropriately and fairly addressed. 

Strategies to address unresolved issues, including reauthorization of IDEA and continuing 
debate as to "medical" versus "health" or "related" services require methods and resources for 
keeping current with: 

a. changes on the federal laws impacting children with special health care needs; 

b. court decisions affecting the delivery of special education services. 

Influencing systems that design and implement policy and practice on behalf of children with 
invasive health care needs requires: 

a. definition of goals and objectives, with revisions as needed; 

b. identification of the players and their interests in the issue; 

c. establishment of coalitions with relevant power and influence; 

d. engagement of all of the concerned parties, including those with dissenting 
points of view; 

e. consensus on the goals before initiating the legislative process; 

f. assessment of the full range of solutions 

g. addressing resistance to solutions; 

h. prioritizing to solutions 

i. definition of the framework for accomplishing the task; 

j. careful use of contacts with legislators and others to be enlisted in the cause. 

k. periodic re-evaluation and modification of the entire process. 



Conclusions 



Development of policies and practices for safe and legal implementation of IDEA for young 
children who require invasive health care procedures must address complicated issues of 
conflicting laws, resource discrepancies, and increasingly complex health and medical issues. 
Compared to the situation in schools, the problem may be even more difficult in the relatively 
less regulated arena of child care, warranting a major campaign of public (consumer and 
provider) education in the issues. Education of consumers, providers and policy makers as to 
compromises made in service access, availability and quality in attainment of healthcare cost- 
efficiencies must also occur, as children with chronic illnesses and disabilities are likely to be 
seriously impacted by such changes, along with other human service entities that serve these 

children. 
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Efforts to increase awareness of the implications of state medical and nurse practice acts for 
health, medical, education, and child care providers are essential. These laws are designed to 
protect the public and ensure the integrity of regulated professions. Graduates of Schools of 
Nursing, Medicine and Education (regular and special education, and early intervention) must 
understand the increasing complexity of the evolving child population, as well as the legislated 
articulation of professional roles in meeting the needs of these children. Interdisciplinary 
service models call for interdisciplinary education. 

Finally, an ethical-moral framework is fundamental to guide decision-making amid these 
complex issues. Retention of a simple maxim is suggested when confronting the difficult 
decisions raised: all children should have the opportunity to participate in life, not merely 
observe. 



